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ABSTRACT
Objectives: To investigate the hypothesis that
complaints of adverse events related to encounters
with healthcare personnel are underreported and to
identify barriers to ﬁling such complaints.
Design: A cross-sectional study, where
a questionnaire was sent to the respondents asking
whether or not they have ﬁled complaints of adverse
events. Respondents were also asked whether they
have had reasons for doing so but abstained, and if so
their reasons for not complaining. The authors also
asked about participants’ general experience of and
trust in healthcare.
Setting: The County of Stockholm, Sweden.
Participants: A random sample of 1500 individuals of
the general population registered by the Swedish
National Tax Board as living in the County of
Stockholm in April 2008. Of the selected group, aged
18e99 years, 50% were women and 50% men.
Response rate was 62.1%, of which 58% were women
and 42% were men; the median age was 49 years.
Primary and secondary outcome
measures: Primary outcome measures were whether
the participants have ﬁled a formal complaint with the
Patients’ Advisory Committee and whether they have
had reason to ﬁle a complaint but have refrained from
doing so. Secondary outcome measures were the
participants’ general experience of and trust in
healthcare.
Results: Ofﬁcial complaints have been ﬁled by 23
respondents (2.7%, 95% CI 1.7% to 3.7%), while 159
(18.5%, 95% CI 15.9% to 21.1%) stated that they have
had legitimate reasons to ﬁle a complaint but have
abstained (p<0.001). The degree of under-reporting
was greater among patients with a general negative
experience of healthcare (37.3%, 95% CI 31.9% to
42.7%) compared with those with a general positive
experience (4.8%, 95% CI 2.4% to 7.2%). The reasons
given for abstaining were, among others, ‘I did not
have the strength’, ‘I did not know where to turn’ and
‘It makes no difference anyway’. Respondents with
a general negative experience also had lower trust in
healthcare.
Conclusions: The authors found a considerable
discrepancy between the actual complaint rate and the
number of respondents stating that they have had
reasons to complain but have abstained. This indicates
that in ofﬁcial reports of complaints, the authors only
see ‘the tip of an iceberg’.
INTRODUCTION
Whereas healthcare by and large is doing its
best to improve and promote health, adverse
events and complaints occur. Fortunately
such incidents are rather unusual. In Stock-
holm, the capital of Sweden, there are each
year around 15 million healthcare visits but
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ARTICLE SUMMARY
Article focus
- To test the hypothesis that patients’ complaints
about adverse events related to negative encoun-
ters in healthcare are under-reported.
- To study barriers to ﬁling complaints.
- To investigate whether trust in and experiences
of healthcare are related.
Key messages
- Patient complaints about negative encounters are
under-reported, disclosing only the tip of an
iceberg.
- The main barriers to complaints are that patients
do not ﬁnd the strength to make them, do not
know where to turn or do not ﬁnd it worthwhile
since they do not believe it will make any
difference.
- Negative encounters seem to have a negative
impact on the exposed patients’ trust in
healthcare.
Strengths and limitations of this study
- The study reveals the barriers to complaining in
a clear way, which enables healthcare personnel
to work actively to provide a more supportive
environment for the patients in case of adverse
events.
- The study sample was small and there was no
time-limit regarding events respondents might
consider and refer to, which means that our
results cannot be compared with ofﬁcial
complaint rates.
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Open Access Researchonly about 8500 registered complaints, including all
internal incident reports as well as complaints from
patients. However, the number of complaints is steadily
increasing.
1 2
Patients ﬁle their reports with the National Board of
Health and Welfare (Socialstyrelsen) or with a Patients’
Advisory Committee (Patientna ¨mnd). The latter
authority also administers complaints about patients’
experiences of negative healthcare encounters, that is,
complaints concerning how the patient is received by
healthcare employees. The main types of complaints
addressed to Patients’ Advisory Committees concern
medical maltreatment (42%), availability (12%),
encounters (12%) and monetary issues (7%),
2 but the
complaints often reveal combinations of reasons for
complaining. As an example, a snapshot review showed
that around 30% of the complaints registered as
concerning maltreatment also brought up negative
encounters.
3
The general aim of authorities’ administration of
complaints is to improve patient safety and efﬁciency in
healthcare. The patients’ motives for ﬁling a complaint
might, however, differ; they may also concern a wish for
an explanation, someone to be accountable for what
happened, ﬁnancial compensation or receiving an
apology.
4e6
We have found no systematic reviews of barriers to
complaints regarding negative healthcare encounters
focusing on patients. It is, however, well reported that
complaints from patients as well as hospital staff
regarding adverse events tend to be widely under-
reported.
7e10 One may wonder whether the same is true
for negative encounters. In this paper, based on a ques-
tionnaire survey, we test the hypothesis that patients’
tendency to ﬁle complaints regarding negative encoun-
ters in relation to the number of incidents perceived to
be worthy of a complaint is under-reported, disclosing
only the tip of an iceberg. We also investigate whether
trust in and experiences of healthcare are related.
MATERIALS AND METHODS
A questionnaire concerning experience of healthcare,
negative encounters, trust and complaints to the
Patients’ Advisory Committee was distributed to
a randomly selected study population (n¼1500; 50%
women and 50% men, aged 18e99 years) registered by
the Swedish National Tax Board as living in the County
of Stockholm in April 2008. The questionnaire included
seven questions with ﬁxed response alternatives and
space for comments. In addition, it contained two open-
ended questions regarding the respondents’ personal
experiences of negative healthcare encounters, as
patients and as relatives. The focus of the present
analysis is on the questions regarding respondents’
general experience of Swedish healthcare, their trust in
healthcare, whether they have ﬁled a formal complaint
with the Patients’ Advisory Committee, whether they
have had reason to ﬁle a complaint but have refrained
from doing so, and if so why, and how they perceive their
personal experience of encounters with personnel in the
healthcare system (appendix 1).
Response options for the question regarding respon-
dents’ general experience of Swedish healthcare were
‘mainly positive’, ‘mainly negative’, ‘both positive and
negative’ (ie, a mixed experience not clearly pointing in
any direction) and ‘no experience’. Since there were no
signiﬁcant differences between those who had a mainly
negative general experience and those who had a both
positive and negative general experience, we have
merged these into one group in the analysis (‘negative
general experience’). For estimation of the respondents’
degree of trust in healthcare, they were given four
response alternatives ranging from ‘very high’ to ‘very
low’ (in the analysis the responses were dichotomised
into ‘high trust’ and ‘low trust’). Response options
regarding having ﬁled or having had reason to ﬁle
a complaint were ‘yes’ and ‘no’.
As a follow-up question, we asked for the underlying
reasons for not ﬁling a complaint when having had
reasons to do so. The responses were subjected to qual-
itative content analysis.
11 The reasons presented in the
responses were ﬁrst identiﬁed and classiﬁed into basic
(ﬁrst-level) themes based on their main content.
Thereafter, the basic themes were condensed into
a smaller set of second-level themes, where related basic
themes were grouped together. Further analysis into
third-level themes was conducted but was considered not
to add anything of value.
Finally, response options to the question about
personal experiences of encounters with healthcare
personnel were ‘very positive’, ‘fairly positive’, ‘fairly
negative’ and ‘very negative’. In the analysis, they were
dichotomised into positive and negative experiences of
such encounters.
The results were analysed using Epi-Calc2000 and
presented as ORs and proportions with 95% CIs. When
testing the iceberg hypothesis, we used the c
2 test, with
the signiﬁcance level 0.05.
Of the sample of 1500, 16 questionnaires were
returned due to death or unknown address; altogether
992 participants (62.1%) returned a completed ques-
tionnaire (58% were women and 42% men). The
median age was 49 years.
The study was approved by the Regional Research
Ethics Committee in Stockholm, Dnr. 2008/439-31.
RESULTS
Our analysis shows that 23 persons (2.7% (95% CI 1.7%
to 3.7%)) have turned to the Patients’ Advisory
Committee with complaints about the quality of their
encounters, while 159 (18.5% (95% CI 15.9% to 21.1%))
stated that they had had legitimate reasons to ﬁle
a complaint but had chosen to not go through with them
(p<0.001). There was an association between type of
general experience of healthcare and inclination to ﬁle
a complaint (OR: 7 (95% CI 4.7 to 10.3); see table 1). We
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The tip of an iceberg?found no signiﬁcant sex- or age-related differences
where complaints were concerned.
A majority of the respondents, 60.3% (95% CI 56.2%
to 64.4%), stated that they had a mainly positive general
experience of healthcare, 34% (95% CI 29% to 39.6%)
had a negative general experience and 5.5% (95% CI 0%
to 11.8%) had no experience of healthcare. Of the
respondents with a positive general experience of
healthcare, 99.5% (CI 99% to 100%) stated that their
personal encounters with healthcare personnel had
been positive. Of those who had a negative general
experience, 19.5% (95% CI 15.1% to 23.9%) reported
personal experiences of negative encounters.
Comparing the two groups, we found a rather strong
correlation (OR: 44.2 (95% CI 13.7 to 142.3)).
We also found a strong correlation between a general
negative experience and low trust in healthcare on the
one hand and a general positive experience and high
trust on the other (OR: 21 (95% CI 11.1 to 40.3)). Of
those who had reasons to ﬁle a complaint but did not do
so, one-third reported that they had low trust in
healthcare. This can be compared with those who had
no reason for ﬁling a complaint; nine of the 10 had high
trust in healthcare (p<0.001; table 2).
Respondents stating that they had had reason to ﬁle
a complaint regarding negative encounters with health-
care personnel but abstained were asked to comment
why they abstained. Input was received from 140
respondents. Seventeen distinct ﬁrst-level themes were
identiﬁed, and from these, ﬁve second-level themes
emerged: ‘weakness’, ‘futility’, ‘lack of knowledge’,
‘mercifulness’ and ‘other action taken’. The most
common responses (ﬁrst-level themes) were ‘I did not
have the strength’, ‘I did not know where to turn’ and ‘It
makes no difference anyway’. Other reasons stated were,
for example, that it was too difﬁcult and that the
respondent was afraid of the consequences (see table 3).
DISCUSSION
Comparing the number of respondents who have ﬁled
a complaint with the number who have not but who
think they had legitimate reasons to do so, we found
a signiﬁcant difference, indicating that the complaints
ﬁled show only the tip of an iceberg. The ratio between
Table 1 The table shows the participants’ tendency to
complain in relation to different general experiences of
healthcare
Filed a
complaint
Had reasons
to complain
but abstained
General experience
of healthcare: % (95% CI) % (95% CI)
Positive (n¼553) 1.5 (0.5 to 2.5) 7.8 (5.6 to 10)
Negative (n¼314) 4.8 (2.4 to 7.2) 37.3 (31.9 to 42.7)
All (n¼867) 2.7 (1.7 to 3.7) 18.5 (15.9 to 21.1)
Missing: (n¼5)
The results are presented as proportions with a 95% CI. Those who
had no experiences of healthcare (n¼50) are excluded from the
presentation. The internal dropout rate for responding to the
combinations of these questions was 75 or 7.6%.
Table 2 The table displays the proportions (with a 95%
CI) of the respondents who had high trust in healthcare in
relation to whether they had ﬁled a complaint to the
Patients’ Advisory Board, whether they had had reasons for
ﬁling a complaint and their general experience of healthcare
High trust
Never complained (n¼843) 87% (84.7 to 89.3)
Actually complained (n¼23) 60.9% (41 to 80.8)
Missing (n¼6)
No reasons for complaining
(n¼703)
90.9% (88.8 to 93)
Reasons for complaining but
abstained (n¼163)
66.7% (59.5 to 73.9)
Missing (n¼6)
Positive experiences of
healthcare (n¼551)
97.6% (96.3 to 98.9)
Negative experiences of
healthcare (n¼312)
66.3% (61.1 to 71.5)
Missing (n¼9)
Those who had no experiences of healthcare (n¼50) are excluded
from the presentation. The internal dropout rate for responding to
the combinations of these questions ranged between 76 and 79, on
average 7.8%.
Table 3 Reasons for not ﬁling ofﬁcial complaints to the
Patients’ Advisory Committee; number of
respondents¼159.
First-level themes
Second-level
themes
I did not have the strength (n¼39) Weakness
I was afraid of the consequences (n¼8)
I do not like to complain (n¼3)
I did not want to relive the trauma (n¼1)
I was not the closest relative (n¼1)
It makes no difference anyway (n¼17) Futility
I had other priorities (n¼14)
It was too difﬁcult (n¼13)
I did not have time to do it (n¼8)
The damage was already done (n¼5)
I did not know where to turn (n¼18) Lack of
knowledge Lack of knowledge I did not know/think
I had that option (n¼4)
I did not complain out of consideration
for the accused person (n¼3)
Mercifulness
I did not complain due to collegial
relations (n¼2)
I complained directly at the
hospital (n¼4)
Other
action taken
No reason stated (n¼19)
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The tip of an iceberg?ﬁled complaints and non-reported complaints that,
according to the respondents, would qualify for a formal
complaint was approximately 1:7 in the survey popula-
tion. Among those with a general negative experience of
healthcare, it was approximately 1:8.
In the total study sample, almost all participants had
had experience of healthcaredonly 50 participants had
not. We found a strong correlation between a positive/
negative general experience of healthcare and personal
experiences of positive/negative encounters with
healthcare personnel. These ﬁndings might indicate that
the respondents do not clearly distinguish between
medical maltreatment and negative encounters or that
these experiences interact; they are both important for
the impression and assessment of healthcare services.
Other studies have indicated that negative encounters
might become a threat to patient safety since they affect
communication and patient behaviour.
12e14 Earlier
studies have also indicated that patients who have been
received in a hostile, rude or otherwise negative manner
are more predisposed to go through with malpractice
claims.
61 5Our study shows that a larger percentage of
those with a negative general experience of healthcare
ﬁle complaints compared with those with a positive
general experience.
The encounter’s effect on trust
Not surprisingly, those with a negative general experi-
ence of healthcare who had ﬁled a complaint or had had
reasons for doing so reported lower trust in healthcare at
the time of the survey compared with those with a posi-
tive general experience who had not ﬁled a complaint
and had had no reason for doing so. A large proportion
of the latter group had high trust in healthcare. Trust
seems to be important for several reasons, for example,
for concordance and ultimately for patient safety.
14 16 If
trust in healthcare is jeopardised by negative encounters,
it seems important also to examine more carefully the
bottom of the iceberg, that is, to study those who do not
ﬁle complaints.
Reasons for not complaining
Weakness, perceived futility and lack of knowledge about
how to complain (or even that there was such an option)
were second-level themes that covered most of the
reported reasons for not having ﬁled a formal
complaint. Many of the most frequent reasons have in
common that the respondents felt that the obstacles
were too great or that it required more strength than
they could muster. Quite a few express the belief that
reporting adverse events is futile, implying distrust
regarding either the ability or the willingness of health-
care to actually take notice of and learn from the
complaints. Furthermore, some respondents chose not
to complain due to fear of reprimands, such as receiving
worse care or having their treatment withdrawndan
alarming result that also implies a considerable lack of
trust among some of the respondents.
Improvements of the reporting system
These responses identify the main barriers to receiving
input via formal complaints. The obstacles prevent
learning about complaints and are therefore liable to
have negative effects on the development of healthcare
services and prevention of future adverse events. The
responses also indicate that if the healthcare system
wants this kind of input, it needs to offer patients more
support. Better provision of information seems to be
part of the solution since some respondents were not
even aware that they could ﬁle a formal complaint or did
not know how to do it. One can also conclude from the
responses that discontented patients might need more
hands-on active support in getting their complaints ﬁled.
Validity
There was no limit in time regarding which events
respondents might consider and refer to. This means
that our results cannot be compared with ofﬁcial reports
presenting annual complaint rates. For this reason, we
have not focused on comparisons with earlier research
but on relative associations within the present data and
the manifest reasons for not ﬁling complaints.
CONCLUSIONS
The present Swedish study indicates that healthcare
complaints ﬁled regarding encounters reveal only the tip
of an iceberg. Complaints seem to be considerably
under-reported, especially among those with a negative
general experience of healthcare. In order to develop
and improve the quality of healthcare encounters and
services, by assuring critical feedback, it is important that
healthcare providers offer more information and
support to patients who want to make complaints. Since
differences in healthcare systems and ways to handle
complaints might affect the tendency to ﬁle complaints,
and the difﬁculty to do so, it is not clear to what extent
these ﬁndings are generalisable to other countries.
Further research is needed.
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APPENDIX 1
Questions asked in the survey.
Wessel M, Lynøe N, Juth N, et al. BMJ Open 2012;2:e000489. doi:10.1136/bmjopen-2011-000489 5
The tip of an iceberg?